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About HSI

MISSION STATEMENT

The mission of the Human Services Institute is to work with a growing
network of people toward the goal of full participation in community for
people with disabilities. It is our objective to promote constructive action
that will influence public attitudes, shape public policy, and redirect pro-
gram resources. We hope to bring about changes by encouraging people
who provide services to join with people who rely on services, and their
families, to build the capacity of their communities to accept people with
disabilities and include them in everyday community life.

PHILOSOPHY

People with disabilities, like everyone else, want homes, friends, and other
meaningful ways to grow with dignity and enjoy life. Community is where
these experiences of citizenship occur.

Being a part of the community means spending time in ordinary places,
growing in relationships with others, having opportunities that draw on
one's capacities, being able to make choices, and having those choices
honored. Such everyday experiences afford people with disabilities the
opportunity to enjoy a positive reputation through citizenship. If people
need support to participate in the community, support should be available.

While there is reason to be hopeful about this goal, there is cause for much
concern. Common human service practices are likely to be highly struc-
tured, inward-centered, and impersonal. As a result, these services tend to
distance people from ordinary experiences of the community. This can
make it difficult for people to accomplish the simple goal of community
living. There is no quick fix for this ingrained human service pattern, but
constructive action is possible.

The Human Service Institute encourages people with disabilities and those
who are involved with people with disabilities to talk with each other. The
Human Services Institute brings people together to share ideas, frustrations,
and dreams in order to further mutual understanding and respect. We
bring people together through conferences, workshops, seminars, and re-
treats. We offer training, consultation and support.

Anyone who shares our goals is welcome to join us.



About Pathways to Excellence

Pathways to Excellence is a way of professional and personal conduct of
the highest quality and integrity that will lead to the empowerment of those
who rely on you and your organization.

The key purpose of Pathways to Excellence training is to contribute to
organizational excellence by building the professional capacity and personal
commitment of individual participants. Organizational excellence depends
on having employees who have balanced their knowledge and abilities with
real dedication and caring. Pathways to Excellence is uniquely designed
to help participants develop this balance by guiding them to:

» Reflect on the life patterns and conditions of people who rely
on them or their organization each day.

* Explore key factors, past and present, that shape and influence
these patterns and conditions.

* Learn a new way of thinking and acting that will open creative
possibilities and opportunities for change.

* Build professional competence by learning practical strategies
that work to improve the quality of life in community.

» Strengthen personal commitment by affirming the values and
beliefs that are at the core of our community life and our pro-
fessional roles.

By building professional competence and strengthening personal commit-

ment, we will build organizational excellence directed toward improving
the quality of life in our communities for all citizens.

1v
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PART ONE:

The Current Reality
The Road to Clienthood

The Paradigm Shift

What's Life Like?

Historical Context

Critical Analysis of the Service
System
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What’s Life Like?

' Notes About the Program Where | Work: ' " Notes About FPeople I Know: .
%, A . I’
" Other Notes: N
-
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Pathways to Excellence

Common Experiences of
Socially Devalued People

Notes:

LABELLED STEREOTYPED ROLES
REJECTED - EXCLUDED LONELY - LOSS
OF RELATIONSHIPS DISCONTINUITY
LOSS OF CONTROL AND AUTONOMY
DEPERSONALIZED - LOSS OF DIGNITY
POOR - UN(UNDER) EMPLOYED

BORED - LIFE WASTED

ABUSED AND NEGLECTED
PROGRAMMED AND TRAINED
IGNORED

Source: Wolf Wolfensberger

REMEMBER:

Life doesn't have to be this way for people with disabilities. In fact, we all
probably know people with disabilities whose general life experiences do
not fit these descriptors. However, society's myths, stereotypes and attitudes
toward disabilities in general have led to these common experiences over
time. Why is this?
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Overview: The History of Human Services

This is not intended to be a complete history ~ but rather a chronological flow -
highlighting selected major influences.

1800

1840 - 1850

1850 - 1900

1910

1912

1912 - 1950

1950's
1960's

1970's

1980's

1990's

NOTES:

Wild Boy of Averon
* Itard

First public facility in the U. S.
e Dr. Samuel Howe

More public facilities
* Asylums, shelters and colonies

Defining intelligence
* A. Binet, France

The'Kallikak' Family
 Henry Goddard

The Eugenic Scare
* 'Good blood' - 'Bad blood'
Parent Advocacy Movement (ARC)

I ncr ease Advocacy
» Normalization - Scandinavia

- Institution Expose
- Beginning of Deinstitutionalization
- Litigation

- Expansion of Community Programs
- Legislation
- Social Role Valorization

Community Acceptance
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The
Maryland
Human Service
System
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Pathways to Excellence

Glossary of Acronyms for
State System Illustration

FEDERAL

ADD Administration on Developmental Disabilities

NIDDR National Institute for Developmental Disabilities Research
NIMH National Institute of Mental Health

OSERS Office of Special Education and Rehabilitation Service
UMTA Urban Mass Transit Administration

HUD Department of Housing and Urban Development
STATE

DOE Department of Education

DORS Division of Rehabilitation Services

DHR Department of Human Resources

MHA Mental Hygiene Administration

DHMH Department of Health and Mental Hygiene

DDA Developmental Disabilities Administration

Uof M University of Maryland — Carter Center

SRC State Residential Centers

COMMUNITY SERVICE SYSTEM

ALU Alternative Living Unit

CRP Community Rehabilitation Program

ARDC Admission Review and Discharge Committee

HRAC Human Rights Advisory Committee

BMC Behavior Management Committee

OTHER

DDC Developmental Disabilities Council

UAP University Affiliated Programs

MDLC Maryland Disabilities Law Center

ACDD Accreditation Council on Developmental Disabilities
CARF Commission on Accreditation of Rehabilitation Facilities
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o Based on inherent belief in rights and dignity of the individual

o All persons regardless of severity of handicapping condition are capable
of growing, developing and learning

o All individuals are valued and should be afforded the opportunity to take
advantage of human, legal and social rights

o Services should be provided in surroundings and through methods that are
culturally normal

o Services that are available for non-disabled citizens should be available
for citizens with developmental disabilities

o Opportunities should be available to form meaningful relationships to
interact with non-disabled persons and for direct participation in
decision-making

HUMAN SERVICESINSTITUTE PART ONE - Page 9
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Department of Health and Mental Hygiene
Developmental Disabilities Administration

Fiscal Year 1994 Allowance

Community Based Programs

Residential Services Day and
Transportation Service Services
Coordination Purchase of Care
Summer Programs Family
Support Services Individual
Family Care Individual Support
Services Behavioral Support
Services Day Services- Waiver
Intensive Behavior Management
Community Supported Living
Prior Year Grant Activity

Subtotal

Institutional Services

Rosewood Center
Henryton Center Great
Oaks Center Holly
Center Potomac Center
Brandenburg Center

Subtotal

Administration

Grand Total

HUMAN SERVICESINSTITUTE

117,442,241
35,795,550
5,055,372
5,380,892
294,840
807,922
2,289,484
11,265,406
3,279,371
23,591,924
1,351,543
2,111,655
1,000,000

209,666,200

37,249,487
112,361
22,628,050
13,766,806
8,948,492
3,473,391

86,178,587

3,148,576

298,993,363
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DEPARTMENT OF HEALTH AND MENTAL HYGIENE
DEVELOPMENTAL DISABILITIES ADMINISTRATION
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I Critical Analysis
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Pathways to Excellence

QUESTION #1:

How do we perceive
the people?

"A socially expected behavior pattern, usually
defined in order to facilitate the fulfillment of

a particular function.

A socially expected behavior pattern usually
assigned to, or assumed by an individual, and
usually (partially) reflects the person's social

status."

HUMAN SERVICESINSTITUTE PART ONE - Page 13
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THE PHENOMENON OF DEVALUATION

VALUED

_ JUDGMENT .
The EYE of lhE
BEHOLDER \;

A Person may be perceived as DEVALUED when...

» They are DIFFERENT from others

* In one or more ways

e The differences are seen as IMPORTANT
e The differences are seen as NEGATIVE

Personal Reflection:

HUMAN SERVICESINSTITUTE PART ONE - Page 14
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Devaluation: A Social Pattern

INITIAL PERFORMANCE DELAY
OR CONDITION

PREJUDICED
BELIEFS

ral

MORE SEVERE

PERFORMANCE LOW
DELAY EXPECTATIONS
NEGATIVE OR

* OPPORTUNITY
EI;EP];{E[EEEE;E% g DEPRIVATION

SELF FULFILLING PROPHECY
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CLIENTHOQOD:
Being defined by your disability label

LABELING

prevents us from seeing and treating the
people so defined as human beings with
feelings, understandings and needs...we
lose the ability...to see the world from

their point of view.

Bogdan & Tavior (1982)
Ingide Oui: The Social Meaning
of Mental Retardation

\ J
" Notes: h
\ J
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Watch

your language!

No No's for the media regarding the disabled.

s

AFFLICTED—Very negative and a definite downer! Person
who has or is affected by is much better.

CEREBRAL PALSIED—Sounds like an inanimate object
instead of a person. Why not person or people with
cerebral palsy?

C.P.—OK to describe the condition but NOT a person.
This puts all people in a neat little package and
deposits them in a file drawer. Please use who has or
who have cerebral palsy when referring to people.

CRIPPLED OR CRIPPLER—This paints a mental picture no
one wants to look at.

DISEASE—Cerebral palsy is NOT a disease. People with
cerebral palsy are as healthy as anybody else.
Better to say condition.

DRAIN AND BURDEN—We wouldn't touch these two
words with a 10-foot pole. Added responsibility is
much better.

POOR—Physical handicaps have nothing to do with how
wealthy someone is. Love and self-esteem are
priceless qualities. A person's character determines
the richness of his or her life.

SUFFERS FROM—If someone with a disability is
independent and copes with life as well as most of us,
then this phrase definitely doesn't apply.

UNFORTUNATE—What's unfortunate is that this word is
often used to describe people with physical
disabilities. Don't offend with this one.

VICTIM—A person with physical disabilities was neither
sabotaged nor necessarily in a plane, train or car
crash. There's no way to rephrase this turkey.

WHEELCHAIRBOUND—Leaves the impression that the
wheelchair user—a better descriptive term—is glued
to his or her transportation.

s

This List is provided as a public
service.

Your help is needed to keep people
with cerebral palsy—or with other disab-
ling conditions—from sounding pitiful,
inhuman or like beings from outer space
in your stories.

People with cerebral palsy and other
disabilities have the same rights as every-
one else in this world—the right to fall in
love, to marry, to hold down a compet-
itive job, to acquire an adequate and
appropriate education. Above all, they
have a right to self-esteem.

Please insure these rights by referring
to the disabled in terms that acknowl-
edge ability, merit, dignity. In turn, we
hope your readers and listeners will
follow suit.

For a (act sheet and other information on
cerebral palsy, contact:

Public Relations Department

United Cerebral Palsy Associations, Inc.
66 East 34th Street

New York, N.Y. 10016

(212) 481-6344

(®)

=

UNITED CEREBRAL PALSY

Improving the Quality of Life for

the Abled and Disabled

HUMAN SERVICESINSTITUTE
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Definition of Developmental Disability
P.L. 100-146

The term 'devel opmental disability’ means a severe, chronic disability of a
person which:

a. 1s attributable to a mental or physical impairment or combination
of mental and physical impairments;

b. 1s manifested before the person attains age twenty-two;
c. is likely to continue indefinitely;

d. results in substantial functional limitations in three or more of the
following areas of major life activity:

(1) self-care,

(1)) receptive and expressive language,
(i11) learning,

(iv) mobility,

(v) self-direction,

(vi) capacity for independent living, and
(vil) economic self-sufficiency; and

e. reflects the person's need for a combination and sequence of special,
interdisciplinary, or generic care, treatment or other services which
are of lifelong or extended duration and are individually planned and
coordinated.

HUMAN SERVICESINSTITUTE PART ONE - Page 18
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Facts About Mental Retardation

INTRODUCTION TO
MENTAL RETARDATION

What is mental retardation?

People with mental retardation mature intellectually
at a below-average rate and experience unusual difficulty in
learning, social adjustment and economic productivity.

Mental retardation is not a disease, nor should it be
confused with mental illness. Children with mental
retardation grow into adults with mental retardation; they do
not remain "eternal children.” The big difference is that they
learn more slowly and with much greater difficulty.

The most generally accepted technical definition
describes mental retardation as "significantly sub average
general intellectual functioning existing concurrently with
deficits in adaptive behavior, and manifested during the
developmental period." In terms of IQ, individuals with
mental retardation score below 70.

How prevalent is the condition?

People with mental retardation constitute one of
America's largest groups of citizens having disabilities. They
include more than 7.5 million people, and slightly more than
125,000 newborn children are added to this group each
year. Today, one out of every 10 Americans has a family
member with mental retardation.

Mental retardation is four times more common than
rheumatic heart disease and nine times more prevalent than
cerebral palsy. It affects 15 times as many people as total
blindness.

Who are people with mental retardation?

Mental retardation cuts across the lines of race,
educational, social and economic background. It can occur
in anyone. As a matter of fact, hereditary components are
known to account for only a fraction of the cases of mental
retardation.

What are the causes of mental retardation?

Mental retardation can be caused by any condition
which impairs development of the brain before birth, during
birth or in the early childhood years. Well over 350 causes
have already been discovered, but they account for only
about one-fourth of all known mental retardation. In three-
fourths of the cases, the specific cause remains unknown.

Some of the most common causes include:

0 Genetic conditions — These result from abnormality of
genes inherited from parents, errors when genes combine,
or from other disorders of the genes caused during
pregnancy by infections, over exposure to x-rays and
other factors. Inborn errors of metabolism which may
produce mental retardation, such as PKU
[phenylketonuria), fall in this category. Chromosomal
abnormalities have likewise been related to some forms
of mental retardation, such as Down syndrome.

o Problems during pregnancy— Use of alcohol or drugs
by the pregnant mother may be the largest preventable
cause of mental retardation. Adolescent pregnancy is
also linked to mental retardation, partially because of
poor prenatal care and frequency of premature births in
teen-agers. Malnutrition, Rubella, glandular disorders
and diabetes, Cytomegalovirus, and many other illnesses
of the mother during pregnancy may result in a child
being born with mental retardation. Physical
malformations of the brain or other organs originating in
prenatal life may also result in mental retardation.

o Problems at birth — Although any birth condition of
unusual stress may injure the infant's brain, prematurity
and low birth weight predict serious problems more often
than any other conditions.

o Problems after birth — Childhood diseases such as
whooping cough, chicken pox, measles, meningitis and
encephalitis can damage the brain, as can accidents such
as a blow to the head or near drowning. Glandular
imbalance or malnutrition may prevent normal
development, while substances such as lead and mercury
can produce irreparable damage to the brain and nervous
system.

o Poverty and cultural deprivation — Children in poor
families may become mentally retarded because of
malnutrition, disease-producing conditions, inadequate
medical care and other hazards in their environment
affecting health, such as lead poisoning. Also, children in
disadvantaged areas are likely to be deprived of many
common cultural and day-to-day experiences of other
youngsters. Research suggests that such under-
stimulation can result in irreversible damage and can
serve as a cause of mental retardation.

What are the degrees of mental retardation?

About 89 percent of people with mental retardation
are mildly retarded and in many respects, quite similar to
people without retardation. They differ primarily in rate and
degree of intellectual development. While still young, their
mental retardation is not readily apparent, and these children
are not usually identified as retarded until they enter public
school.

National Headquarters, 500 E. Border St, S-300, Arlington, Texas 76010, 817/261-6003 817/277-0553(TDD)

HUMAN SERVICESINSTITUTE
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Pathwazs to Excellence
More Facts About Mental Retardation

People with moderate mental retardation comprise
about 6 percent of the population of people with mental
retardation and are more obviously handicapped. Their
retardation is usually apparent before school age. However,
appropriate educational opportunities throughout the
developmental years can prepare these individuals for
satisfying and productive lives in the community.

The remaining 5 percent of people with mental
retardation are severely or profoundly retarded. In addition
to the obvious intellectual impairment, they frequently have
other handicaps — cerebral palsy, epilepsy, blindness or
deafness. Technological advances have demonstrated that
most people who are severely and profoundly retarded can
learn to care for their basic needs. They also can perform
many useful work activities, with supervision, and can
otherwise adapt satisfactorily to normal patterns of life.

ESTIMATES OF RETARDATION BY ACE AND DEGREE

1990 Estimate All Ages Under 21 Over 20
General 248.7 mil. 75.3 mil. 173.4 mil.
Population

3% general 7.5 mil. 2.3 mil. 5.2 mil.
population

Mental Retardation Levels

Profound 112.5thou. 34.5thou. 70 thou.
(IQ under 20)

approx. 1 1/2%

Severe 262.5thou. 80.5thou. 182 thou.
(IQ 21-35)

approx. 3 1/2%

Moderate 450 thou. 138 thou. 312 thou.
(1Q 36-50)

approx. 6%

Mild (1Q 51-70) 6.7 mil. 2.1 mil. 4.6 mil.

approx. 89%

Can mental retardation be ameliorated?

All individuals who are mentally retarded have the
capacity to learn, develop and grow. The great majority can
become economically productive, fully participating
members of society. They should be integrated fully into the
ordinary life of their communities, as integration enhances
their opportunities for human development. This means that
children should be educated in their neighborhood schools
with their friends, receive an education that will prepare
them to live and work in the real world and play and
participate in recreational activities with non-disabled peers.
Adults should engage in work and be paid for it, choose

where and with whom they live, and participate in the
recreational life of the community.

While many people with mental retardation will
utilize the same community services as other community
residents, some will require specialized services and supports
to meet their individual needs. There is a serious lack of
such services and supports throughout the country. Filling
this gap can also contribute to the amelioration of mental
retardation.

Can mental retardation be prevented?

Some authorities conclude that 50 percent of
mental retardation cases could be prevented if current
knowledge were fully implemented toward assuring the
healthy birth and development of babies and young children.
Examples of approaches to prevention include:

o better prenatal care and better education in family planning
for youths to prevent mental retardation caused by conditions
associated with adolescent pregnancy, such as low birth
weight and premature birth;

o routine screening and immunization of the mother before
transfusions, miscarriage, or childbirth to prevent mental
retardation caused by Rh Hemolytic Disease;

o the availability and provision of immunization against
Rubella, measles and other contagious disease prior to
pregnancy;

o the availability and provision of genetic counseling;

o increased educational programs and materials on the risks of
exposure of the fetus to dangers such as X-rays, smoking,
alcohol and drug use, non-prescription medications and
prescribed medications;

0 adequate and available prenatal care, including nutrition;

0 education regarding the impact of sexually transmitted
diseases on the unborn fetus;

o0 mandatory funded newborn screening programs for metabolic
disorders such as phenylketonuria, galactosemia and
hypothyroidism;

0 mandatory use of seat belts, safety seats and helmets;

o education regarding the risks of the use of aspirin with
children;

o availability of competent perinatal and post natal care,
including frequent physical/developmental checks and
adequate nutrition;

0 mandatory immunization of children for all preventable,
contagious diseases;

0 education designed to prevent childhood injuries such as
falls, drownings and poisoning;

o removal of environmental contaminants which lead to
conditions such as lead poisoning;

o enforcement of existing public policy (i.e. prohibition of lead
based products).

HUMAN SERVICESINSTITUTE
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Facts About Down Syndrome

DOWN SYNDROME

by Siegfried M. Pueschel, M.D., Ph.D., M.P.H.

What is Down syndrome?

People with Down syndrome are first and foremost
human beings who have recognizable physical characteris-
tics and limited intellectual endowment which are due to
the presence of an extra chromosome 21.

The estimated incidence of Down syndrome is between
11in 1,000 to 1 in 1,100 live births. Each year approxi-
mately 3,000 to 5,000 children are born with this
chromosome disorder. It is believed there are about
250,000 families in the United States who are affected by
Down syndrome.

How do children with Down syndrome develop?

Children with Down syndrome are usually smaller,
and their physical and mental developments are slower,
than youngsters who do not have Down syndrome. The
majority of children with Down syndrome function in the
mild to moderate range of mental retardation. However,
some children are not mentally retarded at all; they may
function in the borderline to low average range; others may
be severely mentally retarded. There is a wide variation in
mental abilities and developmental progress in children
with Down syndrome. Also, their motor development is
slow; and instead of walking by 12 to 14 months as other
children do, children with Down syndrome usually learn to
walk between 15 to 36 months. Language development is
also markedly delayed.

It is important to note that a caring and enriching
home environment, early intervention, and integrated
education efforts will have a positive influence on the
child's development

What are the physical features of a child with
Down syndrome?

Although individuals with Down syndrome have
distinct physical characteristics, generally they are more
similar to the average person in the community than they
are different. The physical features are important to the
physician in making the clinical diagnosis, but no emphasis
should be put on those characteristics otherwise. Not every
child with Down syndrome has all the characteristics; some
may only have a few, and others may show most of the signs
of Down syndrome. Some of the physical features in
children with Down syndrome include flattening of the
back of the head, slanting of the eyelids, small skin folds at
the inner corner of the eyes, depressed nasal bridge,
slightly smaller ears, small mouth, decreased muscle tone,
loose ligaments, and small hands and feet About fifty
percent of all children have one line across the palm, and
there is often a gap between the first and second toes. The
physical features observed in children with Down
syndrome (and there are many more than described above)
usually do not cause any disability in the child.

How many chromosome subtypes are observed in
Down syndrome?

There are three main types of chromosome abnormali-
ties in Down syndrome:

The vast majority of children with Down syndrome
(approximately 95 percent) have an extra 21 chromosome.
Instead of the normal number of 46 chromosomes in each
cell, the individual with Down syndrome has 47 chromo-
somes. This condition is called trisomy 21.

The second type is called translocation since the extra
21 chromosome is attached or translocated on to another
chromosome, usually on chromosome 14,21 or 22. If
translocation is found in a child with Down syndrome, it is
important to examine the parents' chromosomes, since in
at least one-third of the cases, a parent may be a carrier of
the translocation. This form of chromosome error is found
in 3 - 4 percent of the individuals with Down syndrome.

Another chromosome problem, called mosaicism, is
noted in about 1 percent of individuals with Down syn-
drome. In this case, some cells have 47 chromosomes and
others have 46 chromosomes. Mosaicism is thought to be
the result of an error in cell division soon after conception.

What is the cause of Down syndrome?

Although many theories have been developed, it is not
known what actually causes Down syndrome. Some
professionals believe that hormonal abnormalities, X-rays,
viral infections, immunologic problems, or genetic predis-
position may be the cause of the improper cell division
resulting in Down syndrome.

It has been known for some time that the risk of
having a child with Down syndrome increases with
advancing age of the mother, i.e., the older the mother, the
greater the possibility that she may have a child with
Down syndrome. However, most babies with Down
syndrome (more than 85 percent) are born to mothers
younger than 35 years. Some investigators reported that
older fathers may also be at an increased risk of having a
child with Down syndrome.

It is well known that the extra chromosome in trisomy
21 could either originate in the mother or the father. Most
often, however, the extra chromosome is coming from the
mother.

What kind of information can be provided through
genetic counseling?

Parents who have a child with Down syndrome have an
increased risk of having another child with Down
syndrome in future pregnancies. It is estimated that the
risk of having another child with Down syndrome is about
one in 100 in trisomy 21 and mosaicism. If, however, the
child has translocation Down syndrome and if one of the
parents is a translocation carrier, then the risk of recur-
rence increases markedly. The actual risk depends on the
type of translocation and whether the translocation is
carried by the father or the mother.

National Headguarters, 500 E. Border St, S-300, ArIington, Texas 76010, 817/261-6003 817/277-0553(TDD)
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More Facts About Down Syndrome

What health concerns are often observed in
people with Down syndrome?

The child with Down syndromeisin need of the same
kind of medical care asany other child. The pediatrician
or family physician should provide general health mainte-
nance, immunizations, attend to medical emer gencies, and
offer support and counseling to the family. Thereare,
however, situations when children with Down syndrome
need special attention:

1. Sixty to 80 percent of children with Down syndrome
have hearing deficits. Therefore, audio logic assessments
at an early age and follow-up heanngtestsarelndlcated
If thereisa significant hearing loss, the child should be
seen by an ear, nose and throat speC|aI|st

2. Forty to 45 per cent of children with Down syndrome
have congenital heart disease. Many of these children will
have to undergo cardiac surgery and often will need long
term care by a pediatric cardiologist.

3. Intestinal abnormalities also occur at a higher frequency
in children with Down syndrome. For example, a blockage
of thefood pipe (esophagus), small bowel (duodenum), and
at theanusare not uncommon in infantswith Down
syndrome. These may need to be surgically corrected at
oncein order to have a normal functioning intestinal tract.

4. Children with Down syndrome often have more eye
problemsthan other children who do not have this chromo
somedisorder. For example, 3 percent of infantswith
Down syndrome have catar acts. They need to be removed
surgically. Other eye problems such as cross-eye
(strabismus), near -sightedness, far-sightedness and other
eye conditions ar e frequently observed in children with
Down syndrome.

5. Another concern relatesto nutritional aspects. Some
children with Down syndrome, in particular those with
severe heart disease often fail to thrivein infancy. On the
other hand, obesity is often noted during adolescence and
early adulthood. These conditions can be prevented by
providing appropriate nutritional counseling and
anticipatory dietary guidance.

6. Thyroid dysfunctions are more common in children with
Down syndromethan in normal children. Between 15 and
20 percent of children with Down syndrome have
hypothyroidism. It isimportant to identify individuals
with Down syndrome who have thyroid disorderssince
hypothyroidism may compromise normal central nervous
system functioning.

7. Skeletal problems have also been noted at a higher
frequency in children with Down syndrome, including
kneecap subluxation (incomplete or partial dislocation),
hip dislocation, and atlantoaxial instability. The latter
condition occurswhen thefirst two neck bones are not well
aligned because of the presence of loose ligaments.
Approximately 15 percent of people with Down syndrome
have atlantoaxial instability. M ost of these individuals,
however, do not have any symptoms, and only 1-2 percent
of individualswith Down syndrome have a serious neck
problem that requires surgical intervention.

8. Other important medical aspectsin Down syndrome,
including immunologic concer ns, leukemia, Alzheimer
disease, seizure disorders, eep apnea and skin disorders,
may requirethe attention of specialistsin their respective

fields.

HUMAN SERVICESINSTITUTE

Can Down syndrome be medically treated?

Although many medications and various therapies have
been touted astreatment for people with Down syndrome,
thereisno effective medical treatment available at the
present time. However, recent advancesin molecular
biology makeit feasible now to examine the genetic basis
for Down syndrome. Once we identify the genes on
chromosome 21 (many already have been discovered) and
once we find the mechanism of how these genesinterfere
with normal developmental sequences, and if one could
counteract these specific actions, a rational approach to
medical therapy could emerge.

What educational services and vocational oppor-
tunities are available for people with Down
syndrome?

Today early intervention programs, pre-school
nurseries, and integrated special education strategies have
demonstrated that youngster swith Down syndrome can
participatein many learning experiences which can
positively influence their overall functioning. Resear ch has
shown that early intervention, environmental enrichment,
and assistance to the families will result in progressthat is
usually not achieved by those infants who have not had
such educational and stimulating experiences.

Children with Down syndrome, like all children, can
benefit from sensory stimulation, specific exer cisesinvolving
gross and fine motor activities, and instruction in cognitive
development. Also, preschool nurseriesplay an important
rolein theyoung child' slife since exploring the environment
beyond the home enables the child to participatein a
broader world.

L ater, the school can give the child a foundation for life
through the development of academic skills and physical as
well as social abilities. Experiences provided in school
assist the child in obtaining a feeling of self-respect and
enjoyment. School should provide an opportunity for the
child to engage in sharing relationships with othersand
help to preparethe child to become a productive citizen.
Contrary to someviews, all children can learn, and they
will benefit from placement in a normalized setting with
support as needed

During adolescence, youngsterswith Down syndrome
should be exposed to prevocational training in order to
learn good work habits and to engagein proper relation-
shipswith co-workers. Appropriate vocational counseling
and job training will result in meaningful employment, and
this, in turn, should lead to a feeling of self-worth and of
making a contribution to society.

What attitude should society have?

It isimportant that society develop attitudes that will
per mit people with Down syndrometo participatein
community lifeand to be accepted. They should be offered a
statusthat observestheir rightsand privileges as citizens,
and in areal sense preservestheir human dignity. When
accorded their rightsand treated with dignity, people with
Down syndrome will, in turn, provide society with a most
valuable humanizing influence.

Dr. Puesche, Director, Child Development Center, Rhode | dand
Hospital, Providence, Rhode | dand was awarded The Arc's
1990 Distinguished Research Award.

March 1992
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Autism Fact Sheet

What is autism?

Autism is a severely incapacitating, lifelong
developmental disability that begins at birth or
during the first 3 years of life. It occurs in
approximately 5 of every 10,000 births. The
incidence is three times greater if a broader
definition of autism is used. In the broader
category would be both people with classical
autism and others with varying degrees of
autistic behavior. Autism is three times more
common in males than females, and has been
found throughout the world in families of all
racial, ethnic, and social backgrounds.

What are the symptoms of autism?

« Slow development or lack of physical, social,
and learning skills.

e Immature rhythms of speech, limited under
standing of ideas, and use of words without
attaching the usual meaning to them.

¢ Abnormal responses to sensations. Sight
hearing, touch, pain, balance, smell, taste,
the way a child holds his body—any one or a
combination of these responses may be
affected. (See illustrations on back panel)

« Abnormal ways of relating to people, objects
and events.

Approximately 60% of all those with autism
have 1.Q. scores below 50; 20% between 50 and
70; and 20% greater than 70. Most show wide
variations in performance on different tests at
different times. Many children with autism
have distinct skills in music, mathematics, or in
using spatial concepts (for example, working
jilgsaw puzzles), but manifest severe retardation
in other areas.

What causes autism?

There appear to be several possible causes,
either alone or in combination with others.
Among these are untreated phenylketonuria,
rubella, celiac disease, and chemical exposure
in pregnancy. Biochemical imbalance and
genetic predisposition have also emerged as
possible causes. No known factors in the

psychological environment of a child have
been shown to cause autism.

How is it diagnosed?

Because there are no medical tests for autism
at present, the diagnosis must be based on
observations of the child's behavior. Some-
times the process of elimination is the only
guide. For older children, whose early symp-
toms have changed, it may be necessary to
interview the parents about the child's early
years in order to avoid misdiagnosis.

Is autism ever associated with other
disorders?

Autism occurs either by itself or in association
with other disorders which affect brain func-
tion. Perinatal viral infections, some metabolic
disturbances, epilepsy, or mental retardation
may result in, or exist in conjunction with
autistic behavior.

How severe can autism be?

In milder forms, autism most resembles a
learning disability such as childhood aphasia.
Usually, however, people with autism are sub-
stantially handicapped.

With approximately 3% of those afflicted, severe
autism may cause extreme forms of self-
injurious, repetitive, highly unusual, and ag-
gressive behavior. The behavior may persist
and be very difficult to change, posing a
tremendous challenge to those who must
manage, treat, and teach individuals with
autism.

People with autism live normal life spans.
Since certain symptoms may change or even
disappear over time, persons with autism
should be reevaluated periodically and their
treatment adjusted to meet their changing needs.

What are the most effective treatments?

Various methods of treatment have been tried
but no single treatment is effective in all cases.
However, appropriate programming, based on
individual functioning level and need, is of
prime importance. There is no known cure.

HUMAN SERVICESINSTITUTE
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More Facts About Autism

Education. Highly structured, skill-oriented
training, tailored to the individual, has proven
most helpful. Social and language skills should
be developed as much as possible, Thought
must also be given to avoiding secondary
handicaps, such as loss of muscle tone when
inactivity is a problem.

Counseling. Supportive counseling may be
helpful for families with members who have
autism, just as it is for other families with
members who have lifelong disabilities. Physi-
cians can usually advise parents as to counsel-
ing services available. Care must be taken to
avoid unenlightened counselors who erron-
eously believe that parental attitudes and
behavior cause autism.

Medication/Diet. In the types of autism
where metabolic abnormalities can be ident-
ified, controlled diet and/or medication can be
beneficial. Examples are those whose autism is
caused by an excess of uric acid in the blood,
or whose autism is aggravated by nutritional
imbalances. Also, properly monitored medica-
tion to decrease specific symptoms can help
some autistic individuals live more satisfactory
lives.

What research is being done?

The National Institute of Neurological and
Communicative Disorders and Stroke (NINCDS)
initiated a research section on autism in 1983,
and may be contacted directly concerning
research initiatives in diagnostic, treatment,
educational, habilitative, and evaluative ap-
proaches relevant to autism.

NINCDS is continuing to study the 14 autistic
children identified in its Collaborative Perinatal
Project (a 15-year study of 55,000 pregnancies
and the outcomes). This project centers on
efforts to identify predictive signs of autism.

Ongoing study is necessary to determine
how autism occurs and to identify ways to
prevent or alleviate its effects. Basic research
in a broad spectrum of scientific disciplines is
needed to shed further light on the challenges
presented by Autism.

AUTISM:

I g

NOTE: persons with autism may possess the above characteristics in various
combinations and in varying degrees of severity.

Autism Society of America, Inc.*
Suite 503

8601 Georgia Avenue

Silver Spring, MD 20910

(301)565-0433

FAX 301/565-0834

Formerly NSAC. The National Society for Children and
Adults With Autism

How can | learn more?

The information and Referral Service at the
Autism Society of America, Inc. can provide
reading lists and film lists, and will answer
guestions. Following are some recommended
publications, which can be obtained through
our national office along with a comprehensive
list of other appropriate references.

HUMAN SERVICESINSTITUTE
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Cerebral Palsy Facts

What Is Cerebral Palsy?

Cerebral palsy is a group of conditions —
not a disease — characterized by nerve and
muscle dysfunction. Sometimes it shows it-
self by awkwardness of gait, loss of manual
dexterity or other motor problems. Other
disabilites may be seizures; vision, hearing,
speech and learning difficulties; or psycho-
logical and behavioral problems.

What Causes Cerebral Palsy?

Cerebral palsy is caused by damage to the
part of the brain that controls and coordi-
nates muscular action. Most often it occurs
during pregnancy, labor or shortly following
birth. This can happen if the mother is in
poor health, undernourished, smokes or con-
sumes alcohol, or contracts certain viral in-
fections early in pregnancy. It can also result
from blood type incompatibility between par-
ents, untreated jaundice of the newborn, ad-
verse effects of medications and other factors
such as premature birth.

In infants and young children brain damage
from an accident or child abuse can cause
cerebral palsy; so can lead poisoning from
swallowing bits of lead paint.

Can It Be Prevented?

Cerebral palsy as a birth injury frequently
can be prevented. One important preventive
measure is care for the health of pregnant
women. During pregnancy women should
exercise good prenatal and health practices
and avoid exposure to medications and
X-rays unless monitored by a physician.
Control of diabetes and anemia are impor-
tant. Blood incompatibility between parents
causes no problem with first pregnancies,
but subsequent babies should be protected
by immunizing an Rh negative mother with
Rogam immediately after each pregnancy.

How Can It Be Detected?

The infant with cerebral palsy may be tense
or irritable, feed poorly or have difficulty
sucking. Often the first sign of trouble is
abnormally slow development of the infant's
muscular control and coordination. Other
physical signs may be more obscure, so
routine physical examinations during child-
hood are important. If cerebral palsy is diag-
nosed early, prompt treatment and training
can reduce the extent of the disability.

What About Cure?

Cerebral palsy cannot be cured in the ac-
cepted sense at present, but considerable
knowledge is at hand to assist in managing

HUMAN SERVICESINSTITUTE

the condition and controlling some of its
effects. This means that many persons with
cerebral palsy can join the mainstream of
society and lead full and productive lives.

How Is It Managed?

In managing cerebral palsy in children the
emphasis is on helping the child's growth
and development. Physical, occupational,
speech and hearing therapy provided by
skilled professional personnel are important
features of the program.

In some cases, either in a child or an adult,
orthopedic or neurologic surgery may help
to improve muscle coordination. Braces may
reinforce a muscle group and prevent or cor-
rect deformity. Medication may help reduce
tension and limit other problems that in-
volve nerve damage. Bio-engineering tech-
nology is creating many new devices to in-
crease the mobility of persons with cerebral
palsy and improve their ability to communi-
cate.

Where Can Help Be Obtained?

The family doctor, public health nurse or
clinic is usually familiar with the resources
a community has for its residents who have
disabilities. In many cities, and in most
states, United Cerebral Palsy affiliates of-
fer a wide range of services and facilities
for the child and adult with cerebral palsy
and similar service needs.

What Help Is Available?

UCP community services aim to meet the life-
long needs of those with cerebral palsy.
Programs of detection, treatment, care,
education and psychological counseling are
offered. Developmental centers focus on
habilitating children with cerebral palsy.
Parents are helped through counseling and
instruction. Teenagers and adults may obtain
job training, guidance and work experience
that can lead to competitive employment.

Recreational opportunities are provided
through camps, hobby groups and sports
programs. For older persons, there may be
residential facilities for independent living.
Respite care programs relieve parents of the
constant care required by a disabled family
member. Home services are also available.

How Widespread Is
Cerebral Palsy?

Some 700,000 persons in the United States
are affected by cerebral palsy. About one-
third are teenagers and young adults. Each
year an estimated 3,000 babies are born with
cerebral palsy or acquire it early in life. It
is the most widespread lifetime disability in
the nation.
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More Facts About Cerebral Palsy

Is Research Helping?

Yes, definitely. United Cerebral Palsy's Re-

search and Educational Foundation supports

extensive research which has helped to de-
velop the following, among other ways of
preventing and managing cerebral palsy:

« Vaccines against viral infections, such as
rubella or German measles, that can cause
fetal injury if contracted by pregnant wo
men.

« Safe and effective treatment for jaundice
of the newborn, a factor closely associ
ated with cerebral palsy.

* Measures to counteract the toxic effects
on pregnant women of lead and other
heavy metals in the atmosphere.

« Improved techniques for caring for pre
mature babies that reduce the degree of

disability these babies are particularly
susceptible to.

« Bio feedback therapy to train alternate
nerve circuits to stimulate muscle function.

* Improved methods of determining in ad
vance the likely success of surgery for
orthopedic deformities.

» New and improved medications to alleviate
physical symptoms of cerebral palsy.

» Wider use of communications devices for
persons with speech and hearing difficul
ties.

However, much remains to be learned before
cerebral palsy can be brought under control,
and research is the key. UCP expends in-
creasing amounts on research each year and
also works to increase support for research
from the federal government and other fund-
ing sources.

What Is United Cerebral Palsy?

United Cerebral Palsy is the only natisnwide voluntary organization targeting its services on

thi specific and multiple needs of persons with cerebral pals
0 ko ofher disabled parsons. WCP's more than 180 state and local affiliates

are avallable
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More information may be obtained from the United Cerebral Palsy alfiliate in your area or by

wriling directly to UCP national headquaress,
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UNITED CEREBRAL PALSY
ASSOCIATIONS, INC.

7 PENN PLAZA, SUITE 804, HEW YORK, N.Y. 10001
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QUESTION #2:

How do we define the
person's needs?

e - ROLE EXPECTATIONS e

A person's behavior tends to be profoundly
affected by the role expectations that are placed
upon him or her -- generally people play roles
that are assigned...

This permits those who define (control) to make
self-fulfilling prophecies predicting that someone
cast into a role will emit behavior consistent with
the role...

Then this behavior is interpreted as the person's
natural behavior.

« FOCUSON DEFICIENCY

o ASSESSMENTS, TESTS AND
DIAGNOS S

« BAD REPUTATIONS AND «
CHALLENGING BEHAVIOR
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How we define needs...

DEVELOPMENTAL DISABILITIES 10.22.05.07

(c) Individual's plan of habilitation as required by Health-
General Article, §7-1006, Annotated Code of Maryland, is adequate
and suitable; and

(d) State residential center has complied with and executed the
individual's plan of habilitation in accordance with all applicable
regulations, and standards that the Secretary of Health and Mental
Hygiene adopts.

C. Before the annual comprehensive program review, evaluations,

C. Before the annual comprehensive program review, evaluations,
relevant to the client's needs, shall have been completed.

D. The evaluations shall identify:

(1) Additional disabilities or problems that may have arisen since
the initial evaluation;

(2) The individual's specific strengths;

(3) The individual's specific needs; and

(4) The individual's needs for services, without regard to the
actual availability of the services needed.

(5) Needs, regardless of the availability of services; and
(6) Preferences and the consideration given these.

C. Time Frame.

(1) The initial IHP shall be completed within 21 calendar days of
an individual's State residential center admission or 30 calendar days
of a community program admission. The day of admission shall be
counted as the first day of these days.

(2) An IHP developed by another agency from which the client
has transferred shall be reviewed by the interdisciplinary team within
21 or 30 calendar days of the transfer, as applicable, to determine its
relevancy to the current needs of the individual. The IHP shall be
updated if necessary.
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Sample Page from ICAP

D. ADAPTIVE BEHAVWIOR |CAP  HFPBS
Page §
® Rate how well the client presently perform each tadk completely and wilhaul
help or supervision.
u Hark the tpace to the left of each item that best detcribes Phe clieni®s performance.
& Tagiks Ehat are Adw Eoo EaLy far the cligatl should be plwem & rating ¥ 3.
w If ¥au have mplt Rad the Eﬂﬂﬂl‘tuﬁ‘lt:‘ Lo ohserve [IErrl:ll'l'lﬂl"-EE' an @ task or the client
doed nat have Lhe I!q:lp-ul'l.ﬂﬂ“‘.'.l’ i HI'*I]-I'#I the Lask, estimate wow well fhe g£0fent E.EI_IJ_,!E
do the task on his or her oen without Further training.
o Tondult the ICAP Manwal far Terther Iasteustion,

1. mOmoR SKILLS

DOES [ar l:ﬂu'ldtdni TASK COMPLETELY 'IJTH[HEIT HELP D& SUPERY DS IOM:
) L

L]

MOT WELL
=R =
DOES 14

OF THE TI
Hay mesd

Eiy bé Askg

Pieks up small pbjects with mand.

B

2. Transfers smal) gbjects from gnm hand to the
phher hEng.

S51ts elone for thirty spocosdy with head and back
held straight and steady {withowt fapporl).

oadao

8., Stasds far 4f lEast Tilwe secohde by l1-:||-:1h‘-|; gn Lo
furniture of SCher objects.

5. Pulls sglf into & siandimg posikioa,

. Puts small objecis into containers amd takes them
out again,

Ltands alone end €alks Tor &b lesst six Fewt,

B. Scribbles or mariy with & pencil or crayan gr @
theet of paper.

00 o0

] 9 HRenove: wrappings from small ohbjects such as gum
or candy,

[]16. Tyrns knsh and apend & door,

D 11. Walks wp and diwn $Lairs by alternatimg feet from
step Lo step. (May hald hamdrail.)

D 12, Climbt a 4ix-Toot Vadder (T9r cuample. & iimp
laddeér or & 81%ded.

[ 13, Cuts with scissars along & thick, straight Tine,

[114. Prints first name, copying from an éxample,

o0 000 000 000OD0a0
€ {162 6 4 O 0 G A i
BEE B B4 0 04000 8 0 08

115, ¥icks up and carries & Tull bag of grocerles at
least twenty feet and sets 1L Sown,
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SAMPLE GOALS:

(Found in actual files)

DEVELOPMENTAL
AREA

GOAL

 (Eating / Drinking)

* (Toileting)

 (Dressing /
Undressing)

* (Meal Preparation)

* (Menstruation)

* (Ambulation)

 (Hair Care)

» (Grooming)

*(Sensory
Development)

Consumer will independently feed self
without spillage on 10 trials.

Consumer will eliminate in the toilet 4/4
times per day for 8 trials.

Consumer will complete 100% of the task
analysis steps for dressing self on 8 trials.

Consumer will independently prepare a
simple dish consisting of toast, cereal,
and juice for 5 consecutive trials.

Consumer will chart on the calendar
when the next menstrual cycle will occur
on 4 trials.

Consumer will walker ambulate 25 feet
every day for 4 consecutive trials.

Consumer will independently complete
10/10 steps for washing on 3 consecutive
trials.

Consumer will follow 5/5 task analysis
steps for combing hair on 10 successful
trials.

Consumer will grasp and hold an eating
utensil for 10 seconds on 5 consecutive
trials.
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Stereotyped Roles
ST §) ) ———— COMMENTS
________________________________ 1
« SCK
* SUB-HUMAN

HOLY-INNOCENT

ETERNAL CHILD

SOCIAL MENACE

OBJECT OF DREAD

OBJECT OF RIDICULE

OBJECT OF PITY/CHARITY

A COMMODITY

Why is this important?
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QUESTION #3:

A

(’)

§ F=|E5] What is Our Relationship
with Community?

« Community: A Place of Fear, Ignorance
and Discrimination

« Waiting for the Community to Get Ready
-- Accept Us

Notes:
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We view community as hostile
and 1gnorant...

Not In my back yard

Many oppose use of house for mental patients

By Patrick Ercolano

In a tense 90-minute meeting last night,
about 100 Rodgers Forge residents voiced their
opinions of a plan by the Sheppard Pratt Health
System to house mentally ill out-patients in the
community just south of Towson.

Sheppard Pratt officials called the meeting,
held in the auditorium of Rodgers Forge Ele-
mentary School, so residents of the 1,777-house
community could learn more about the proposal
to place three out-patients in a three-bedroom
detached home at 7112 York Road thisspring.

Carl Francioli, who lives next door to the
planned " alternative living unit," said, "1 have
nothing against the idea or against the types of
people who will live there, but | have an invest-
ment to protect. My wifeand | have every penny
we own invested in our home, and you can't tell
me this program isn't going to hurt my property
value."

If the applause following similar statements
was any indication, more than half the crowd
opposed the plan. But some residents offered
their support of the proposal, pointing out that

Rodgers Forge already has two ALUs virtually
unknown to the community because they have
been so free of problems.

Sheppard Pratt purchased the house last
week for $132,000, or $12,000 below the list
price. The patients, who have yet to be selected,
will have been treated for an average of 30 days
at the hospital for illnesses such as severe de-
pression, eating disorders and schizophrenia.

The first three patients are expected to
move in around April 1 and will reside at the
house for about a year. They will be of the same
sex and live without supervision, but they will be
contacted daily by telephone and in person by
hospital workers. The patients also will be able
to phone Sheppard Pratt for assistance 24 hours
aday.

They will be required to spend 20 hours each
week in a job, a volunteer activity or a treat-
ment program. The costs of the program will be
paid by the patients themselves or their health
insurers.

Site of proposed
outpatient house at
7112 York Road

-Tums-t-b. _-"
""HL'IHHI “'1"

THE Sk POEEAT CRORe

The Evening Sun, Thursday, February 6, 1992
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What Messages/Images Does My Program Send
to the person, their family and the public?

MAKE A LIST:
POSITIVE NEGATIVE
...that value, enhance and build ...that devalue, diminish and
high self-esteem and respect contribute to low self-esteem

and disrespect

— What can | change or influence? | --------==-mmmmmmme e

HWON —
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QUESTION #4:

Who 1s in Control?
« Top Down — Regulation,
Bureaucracy
and C. Y.A.

Documentation and Compliance with
Standards: The Process Game

Daily Activities, Routines and Rhythms

Choices and Decision-Making

Behavior Management

Notes:
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CONTROL!N!

HUMAN SERVICESINSTITUTE PART ONE - Page 40



Pathways to Excellence

— LERRNED HELPLESSNESS ——

v\ results from the belief that
nothing that one does makes
any difference .

Persons ewperiencing learned
helplessness characteristheally see
no relationship between acéions
and ovtcomes.

a? frequently manifest
PossIVi mgahw. expectations,

Jnd’ #Mrnwa 7o Se/f- Mrlutmn .

Seligman , M. (1918)
st B el

Source : TASH SoURNAL
{989
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CHOICES: Rights/Decision-Making/Choice

What Choices Do STAFF (OR What Choices Does the PERSON
OTHERS) Make for the Person? Make for SELF?

What are your strategies to increase the Person's Choice and Decision-Making?

SR WN
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COMPETING
SELF INTERESTS

You are a malcontent
disturbed, disruptive
abnormal behavior

problem that | must
control and fix!

I dont like it here!
I don’t want any more of
your workshop, group
home or programming.

SAD
REPUTATION

Ii. I, i a 7 - i r'-- |
- VICIOUS GYCLE [—
ESCALATE !
2,
?c, 1. ﬁr‘m FEEL angry,
h“" | EXPERIENCE things @ ) confused,
‘™ | don't like or don't rZ: bored.
understand. They can | may...
cause me fo...
d__ : LY .-':
| DISCOVER ,:,
that aggressive, ﬁ"‘
disruptive L 0
behavior works -
for me. The '
Bl o RESPOND by hurting
AN IR h myself or others, yelling,
crying. Then...
~ J
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QUESTION #5:
| H

How Do We Detine
Our Role?

e

An Analysis of Current Models and
Program Practices

 Continuum Model

* Pre-Community, Getting Ready

* 'Fix the Disability 'Approach
Congregation, Segregation and Group
Mentality

What are the Messages that We Send to
the Public?
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The Service System Continuum

COMMUNLITY

? l suFPnérEn
Ep‘tFLﬂl'rrEm

'
v
SFECIAL ACTNITY SHETERE
% GRADVATION
EDUCATION CENTER, EIUTH. m&mj |

THE CONTINUUM

— = w
L PRE - cmnumm‘—J L g
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The "Readiness" Model

Despite the promise and progress of the last decade,
thousands of adolescents and young adults with dis-
abilities are trapped by the conventional wisdom of
curriculum design in special education and adult
human services. They are confined, not by physical
barriers, but by widely shared assumptions about
what they should learn and the order in which it
should be presented. In effect, individuals with
moder ate and severe disabilities are trapped by the
readiness modd.

Barbara Wilcox, 1987
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MODELS and

LANGUAGE

EDUCATIONAL CLINICAL COMMUNITY*
* School * Day Treatment « Home-Work-Soc/Leis.
* Classes » Groups * Relationships
* Class Period » Session » Stages / Passages
» Teaching * Therapy » Experiences
(Therapist)
(Teachers)

» Team Teaching
* Students

* Approach

» Expectations

* Curriculum

* Enroliment

e Graduation

e School Environ.

e Term
* Learning
*|EP

* Records / Files

* Inter-Discpl. Team
* Clients/Patients

» Treatment Modality
* Prognosis

* Prescription

* Admission
 Discharge

* Milieu

* Length of Stay

» Therapeutic
IHP/ITP

* Records / Files

e Circle of Friends

* Citizen (Neigh., Mem.)

» Support Circle

* Dreams

* Lifestyle

* Birth

* Death

« Community Places

e Lifetime

» Sharing-Contributing

PFP

e Stories

*NOTE: Community is not a model to be implemented - but is shown here for
comparison to existing models.
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Over time...
WE INFLUENCE

- WHERE E@-D‘m Settings

« WITH WHOM nri'“k% Groupings

*WHAT 1 ? @ Activities

. Languages

o & Images
N/

WHICH INFLUENCES

Public
Attitudes

The Context in
Which a Person's
Identity Emerges

Future Choices
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QUESTION #6:

_'.‘_,...-"""
( What is Our Vision for
f/ the Future?

 Vicious Circles and Self-
Fulfilling
Prophecy

 Living Down to Our Expectations

« More of the Same: The 'Readiness Trap

Notes:
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PART TWO:

Framework for Excellence

A New Way of Thinking ... Planning
and Acting!

The Pathway to Citizenship

Guiding Principles for Quality
Human Services:

*VALUES DRIVEN vs. REGULATION DRIVEN
+COMMUNITY FOCUSED vs. PROGRAM FOCUSED
*PERSON CENTERED vs.  DEFICIENCY CENTERED

*OUTCOME ORIENTED  vs. PROCESSORIENTED
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Pathways to Excellence

GUIDING PRINCIPLE #1:

[ VALUES DRIVEN ]

« Reaffirming Values:
The Foundation for Our Beliefs
About People and Community

 Normalization/Social Role
Valorization
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Vaues Worksheet

1 COMMUNITY VALUES: What are our Core Beliefs?

NOTES:
" Why are Values Important? 3

For Me?

For the Program?

For People with Disabilities?

Things to Remember., ..
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IDEOLOGY ...a set of beliefs

The PRINCIPLE OF NORMALIZATION means...

... making available ... patterns of life and conditions of
everyday living which are as close as possible to the
regular circumstances and ways of life of society.

Nirje, 1970

... the use of culturally valued means in order to establish
and/or maintain personal behaviors, experiences and
characteristics that are culturally valued or normative.

Wolfensberger, 1977

SOCIAL ROLE VALORIZATION means...

... that will establisn, enable and support people to have
valued social rolesin the community.

Social Role Valorization
Wolfensberger, 1983
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Understanding the Shift from...

NORMALIZATION PRINCIPLE to
SOCIAL ROLE VALORIZATION (SRV)

 Theterm " normalization," largely misunderstood,

resultsin creation of alife of client hood.
« "CLIENT" isadevalued social role.

« Being devalued bringswith it three consequences:

1. Devalued people are treated badly.
2. Bad treatment takes the forms of the devalued societal role...

- Retarded children, viewed as slow animals, might be placed
in the playgroup called "the turtles."

- People perceived as menaces might be served in settings that
look like fortresses or are remote from communities.

3. How people are treated by others strongly determines how they
behave.

* Helpingto cast peoplein VALUED social roles.
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ANALYSIS of SOCIAL ROLES...

The Social Role of CLIENT:

The Social Role of
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Normalization/Social Role Valorization
EXERCISE

Assign a "1" to those practices/accomplishments that a substantial number of
typical community members would value negatively, a "3" to those practices
which would be regarded as neutral, and a "5" to practices/accomplishments
typical community members would value highly.

1. Living in a locked institution unit.

2. Living in one's own apartment with a roommate.

3. Being an employer.

4. Being unemployed and supported by social service benefits.

5. Spending the day doing arts and crafts without pay.

6. Going to a class in a public school building.

7. Going to a class that meets in a "special school" for people who are
mentally retarded.

8. Being dirty and unkempt and wearing dirty, sloppy clothes.

9. Being clean and neatly dressed.

10. Drooling continuously and slurring speech.

11. Using a wheelchair to assist mobility.

12.  Winning a competitive athletic event.

13. Being a church leader.

14. Being "severely mentally retarded."”

15. Having good friends who will help you when you need it.

16. Helping a friend.

COMMENT: You may find it a bit uncomfortable to describe the response
of typical community members to handicapping conditions. For many people
being severely retarded is, itself, a negatively valued condition. Having diffi-
culty controlling your mouth, tongue and facial muscles is negatively valued.
(Many people do devalue people with major mobility problems.) These are
social facts of handicapped people's lives.
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GUIDING PRINCIPLE #2:

[ COMMUNITY FOCUSEDJ

o Community Presence:
- Places...Where to Go
- Activities...What to Do

o Community Participation:

- Relationships
- Associations
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Community Worksheet

1 COMMUNITY IS...

NOTES:
Why is Our Being in Community Important?

For Me?

For People with Disabilities?

For the Communiry Itself?

Things to Remember...
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GUIDING PRINCIPLE #3:

[PERS ON C‘ENTERED}

Citizenship:
Life, Liberty and the Pursuit
Happiness

* Getting to Know the Person
...One Person at a Time

« Dignity and Respect

« Redefining Needs-Focus on
Capacities, Gifts and Talents

e Constructive Response to
Challenging Behaviors
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Person Centered Worksheet

PERSON CENTERED MEANS...

NOTES:
( Why is Being Person Centered So Important? B
For Me?
For People with Disabiliries?
Things to Remember...
L v
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Relationship Map

Pathways to Excellence

TERTIARY

SECONDARY

PRIMARY

W
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RIGHTS vs. PRIVILEGES

RIGHTS ——
7o f:l ch Fas & Jjustcla;
S gy e st

Semething one may properly c/aim asdue.

?’EIV!?E&E R

1g/e or immunity granted
dsa. eculidr éeaef:‘r‘fy w.iai)

l.'-'-"-l"' I-"'ﬂ.l“'
"h.______.-l"'l
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RIGHTS!

RIGHTS !

Constitution. . .
« fregdowm of apetch
« +0 Jotg
« dasociation
= MY , procreate, dnd
raise chidren [~
» confract . . b v and
. Dl'lw P Sec 504 -Rrnab At
- equal protection § due PL-94-142
process of laur .
= egual emplogment epportunrty
- servics in the least restichive
sething '

DOAST = q3a

PROTECTION UNDER THE LAW
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Pathwazs to Excdllence

on CHOICE and SELF DETERMINATION

Each choice we make 13 m
pression of our personal autonomy —

our freedom 4o define who we an':.
and what we value.

The opportunity to make choices ;
provides us with power to determine, )
)

10 a.great extent, what happens to
us on a moment- by- moment basis,
as well as over the span of our huu

To have the power to make choices
faken away , for many of us, would
be devastathing if n unhea.rabl:. :

0. Guess | r.A.BeAson, . Siedel- Gusey J
— mﬁ EE ﬁﬁ Lo - %EE

Seugre Disaniities . TRsW. s
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MAKING CHOICES

Makine Croices 9 Decisions —_——
about my LIFESTYLE nnmmumﬂ,l

Life !
M febhyle

&ho\ces

BOUNDARY CHOICES
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STRATEGIES for HONORING CHOICES

STRATEGIES FOR HONORING PeRsons Cwoice
— —

+ Listhen o +he person

* Promote § explore opthons
o Llcar rele

+ Build relahonships ~alies
» Make commitments

« Respeck Person

» Willingness to bend rules § +ake risks

.
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LEAST RESTRICTIVE ENVIRONMENT

(N, bhe alternative that m,wesmﬁs_"

the least @mount of /ntrusion 171 & persons
life. .. dnd the feast- amount of deviation
rhom natura/ parterns @nd Fyprca/ condrtions

L#,f The Mﬂ#ﬂl‘% T - |

— Some @uﬁ»g Principles . . . _ .
I it am'f broken ~don't fox it !’ I

If (3 broken = don't ik more
+*han necessary.'”

<"Brst, do no harm :

« Do Unto efhers , as you woud have

them do unte You ."
I\-.___..__———l—-—n—n—._-—--l-‘

¢ the Jeast amount of service necessary

Phat will enable maximum Se/f-deteriain g fror
and Functonal Ciiyenship .
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More on...
LEAST RESTRICTIVE ENVIRONMENT

/Stnut. for \
... THhe suppartﬁ that rz,arfsrnf

the least amount of intrusion 17 &
persms Ufe . .. and the (east degree

of deviation from natural patterns
and typical Lfe Sty/e of everyday

\ community Ufe .
0 OEhEF words .

the Jeast amount of service
ﬂecr.ssary 17 vHE /oSt nartural
and respectful way pessible To
enable maxiraum a’.rgmt!g , Se/f-
deternunation and créizenship ‘/

S =
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You are an effectwe

cn end —and

e moat Nonest critie
of tne qualty of Your
program

MiLIMAL o b0
EAmais To

RE P ATION

rr'-—“\.

We will do tu«tﬂ,ﬁ'hinn_.,
possivle o meet Wour needs.. .

befove we ask youtochange
o meet our meady .

To do this we must...

got arveal qood sense of what \s and
has qone_on _in this pevaons life. ..

We need Yo look at and Detter understand
persons life Civcum s+ances !
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UNDERSTAMDING BEHAVIDR,
CHALLENGRES

BRSIC ASSUMPTION !
There are always réasons fov why
people do what they do .

The first Step in helping people
change their behavior ... 13 7o
underséand rhe causes jfor
ehesr behavier .
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UNDERSTANRING CHALLE NGING
BeHAVIOR

PHYSICAL CAUSEH for problem behaviov :

O Doowur , butronly ravely
o When in doubt = check i out,

O Caveful physical exams ave very

I povtant fnr pecple with diffcutty
commu mnhng how they feel.

0 Inappropnate use of behavior
contvolling drugs can be a cause
for challenging behavior .

Environmental causes -

ouv behavior I strongly Influenced
by our environment ... especially ouv
learning experiences.
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UNDERSTANDING CHALLENGING
BEHAVIDRS

THINGS TO RERMEMBER
T O There are no Great and Despevate Cures,

O gnvironment IS & major cause or
tontribvhing factor

O fnat challenging behavior has a
stvong communicahive funchion .

0O  We must individualise our effort 4o
create and mainfain supports and
services to the pevaon

O e dishnchon bedween mﬁplq
managing & pevsons behavier vs.
supporting pevson 1o change .
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GUIDING PRINCIPLE #4:

[O UTCOME ORIENTEDJ

 Valued Social Roles
o Lifestyle

« Personal Futures Planning
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Outcome Oriented Worksheet

OUTCOME TERMS

1 PROCESS TERMS

NOTES:
(" Why is Being Outcome Oriented Important ? b
For me?
For People with Disabilities?
Things to Remember...
L A
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__________ Critical Analysis Revisited
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PART THREE:

Action for Empowerment

Discovering the Future
* The Five Essential Program
Accomplishments
e Traditional "Individualized
Habilitation Plans" and Person

Centered Plan "Mapping"
* Going Back to Work
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Five Essential Accomplishments
of Human Services

The principle of normalization/social role valorization identifies five essential accomplish-
ments which define effective services. Taken together, these accomplishments provide a
focus for effort on behalf of individuals (individual habilitation planning), for organizational
alignment (program planning, management, and evaluation), and systems development
(regional planning, management, and evaluation).

COMMUNITY PRESENCE means creating conditions that provide as many
opportunities as possible for individualized experience of a wide range of natural commu-
nity settings. For many people who depend on human services, this includes support for
movement from physical isolation and congregation with large groups of other people with
identified handicaps to physical presence in the same neighborhoods, schools, work places,
stores, recreation sites, and churches and synagogues as the rest of us. Program planners
keep groupings small, avoid self-contained schedules and settings as much as possible, and
disperse program settings throughout natural communities.

PROTECTION OF RIGHTS AND PROMOTION OF PERSONAL
INTERESTS means creating conditions such that personal rights are protected and indivi-
duals are encouraged to understand their situation and the options they face and act in their
own interest. Staff provide organized support for people to develop the ability to choose, to
communicate interests and preferences both in everyday activities and in forums such as
individual habilitation planning meetings, grievance procedures, planning hearings, and
board meetings. When a person appears incapable of acting effectively in his/her own
behalf, there are self-supported links to a citizen advocate, an attorney, or a guardian.

COMPETENCE DEVELOPMENT means building on individual skills,
strengths, and interests to develop skills and attributes that are functional and meaningful in
natural community environments and relationships. Skills and attributes are functional and
meaningful if they significantly decrease a person's dependency or if they develop personal
characteristics that other people need and want. Functionality and meaningfulness are
defined in terms of relationships with known people in specific community settings.

STATUS IMPROVEMENT means developing and maintaining a positive
reputation for people who use a service. Staff ensure that patterns of activity, language, and
other symtis actively promote the perception of people with handicaps as fully human,
developing citizens. Individual service consumers are assisted to minimize the impact of
personal characteristics that draw negative attention and reinforce negative stereotypes.

COMMUNITY PARTICIPATION means actively supporting people's natural
relationships with their families, neighbors, and co-workers and, when necessary, widen-
ing each individual's network of personal relationships to include increasing numbers of
people who are not also handicapped.

by John O 'Brien
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Overview of the IHP Process
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* NAME:

DATE OF PLAN:

PROGRAM COORDINATOR:

GOAL:

OBJECTIVES

DATE

METHODS/STEPS
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Pathways to Excellence

A WELL WRITTEN GOAL WILL BE:

MEASURABLE-

I know it has been met!

OBSERVABLE -

I can see it!

REPLICABLE --

It could be done again!

As an uninvolved person...I should be able
to:

* Read it
« Understand it
* Implement it
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WRITING CLEAR GOALS: An Exercise

The CLEAREST WAY to write a goal isto
describe what the person will be doing when
the goal is achieved!

VAGUE GOALS CLEAR GOALS

1. Socialize more

2. Control behavior

3. Improve eating manners
4. Improve personal hygiene
5. Become less dependent

6. Assume more responsibility
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PATHWAYS TO EXCELLENCE
on GOAL PLANNING

Assumptions...

» Direct service staff are not in a position to fundamentally
change the way goal planning is done where they work.

» Direct service staff care about the lives of the people who
rely on them each day.

» Direct service staff will work hard on goals for people
that are meaningful, relevant, and make a difference to
the person.

» Direct service staff can have a significant impact on a
person's life through a person's plan.

« The existing planning process — while flawed -- can be
used as a tool to help make good things happen in peoples'
lives.

Therefore...

PATHWAYS will help staff to discover strategies to
effectively use the existing planning process to make
a qualitative difference in peoples' lives.
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H3 PO3 TION on PERSONAL
LIFESTYLE PLANS

All people, as citizens, have the right to self-
determination. People should be supported to
plan for and pursue a lifestyle of their choice
Including making major boundary decisions...

* Where to live...

» With whom to live...

* Where and when to work, or other
ways to be in community...

* How to spend their leisure time...

« How to spend their money...

» Who to spend time with...and the
nature of these relationships...

...as well as everyday lifestyle choices within
these boundary decisions.

Each person isentitled to a personal plan as a tool
to communicate their preferences and as a way to
bring people together to help them to pursue their
life goals.
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Pathways to Excellence

- PERSON CENTERED PLANNING -

Why a personal plan
1s a good 1dea...

1. Documents person's preferences, goals and
what is important!

2. Provides a record...and hopefully some con
tinuity over time.

RE: Staff turnover

3. Provides some accountability for outcomes.
Are we making a difference?

RE. Effective use of public funds
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"MAPPING"

(Based on the work of Beth Mount)
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Finding our way to a personal lifestyle...
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Relationship Map

Pathways to Excellence

TERTIARY

SECONDARY
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(PERSONAL HISTORY )
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( PRAEFERENCES )

,.-I
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Pathways to Excellence

( CHOICES )
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Pathways to Excellence

( DREAMS
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If the dream iSto be,
what needs to happen now?

What? Who Will Help? By When?
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GOING BACK TO WORK

- WORKING with MORAL COHERENCY... -

What 1
/ Beheue '
AGT

Whatl = MR s womary
Do! Say?

_..--""'"

In a DYSFUNCTIONAL SERVICE SYSTEM

NOTES.
What I Believe What I Say What I Do
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Rukes For SuryWAL ...
AND FoR MAKING A DIFFERENCE
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Staff as...
ROLE MODEL

« DEVALUE SELF-ESTEEM *

ReMEMEER:  You ace one of the most

important. and nfluential people
inthe \ife of +he consumer !
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Personal Reflections to Help You Return to Work I

1. List one major issue or decision that will be your focus for change or
influence in the agency/program with which you are involved.

a. What are the obstacles b. What are the opportunities
to this change? to support this effort?

2. Think about one person served (client) you work with. What iIs your
vision of how life could be different, better, more community focused for
that person?

a. What opportunities & supports b. What obstacles will get in
will help accomplish this? the way?
3. What do you hope to do differently in your personal work as a result of

the Pathways Training?

4. Other notes or comments.




PATHWAYS TO EXCELLENCE ORIENTATION TRAINING SERIES
EVALUATION

Date:
Mo Yr Agency

(Optional)

INSTRUCTIONS: Please rate the Pathways training accurately and honestly. Your feedback
will help us to make improvements to insure training of the highest

quality.
RATING SCALE: 1 POOR 2 ACCEPTABLE 3. GOOD 4 EXCELLENT

FACTOR RATING BY SESSION

SESS IL SESS II Lszss 111 '

1. Training Content?

(Relevance, Interest, Importance)

2. Presentation of Content?

(Overheads, Exercises, Printed Material)

3. Quality of Trainer Interactions?
(Encouraged participation, response to
questions)

4. Relevance of Content to Your Job?
(Will training enhance your skills and
knowledge?)

5. Organization and Delivery?

(Was material clear, well organized?)

TOTAL SCORE

COMMENTS

1. Which sessions or topics were most beneficial? Why?
2. Which sessions or topics were least beneficial? Why?
3. What changes would make the training better?

4. Additional Comments




